INTRODUCTION {#sec1-1}
============

Stigma is a negative differentiation attached to some members of society who are affected by some particular condition or state.\[[@ref1]\] "The term stigma connotes a deep mark of shame and degradation carried by a person as a function of being a member of a devalued social group."\[[@ref2]\] The stigmatized individual experiences social distancing, fear, rejection and ill treatment from others in the society. Mental illness (MI) lends itself to varied kinds of devaluation resulting in stigmatization and discrimination against a person with far reaching consequences. As per WHO consensus statement "Stigma results from a process whereby certain individuals and groups are unjustifiably rendered shameful, excluded and discriminated against."\[[@ref3]\]

Stigma of MI is exhibited by individuals, families, social groups, communities and societies. Associated stigma becomes an obstacle in the development of mental health care services and in ensuring a good quality of life for those with MI. Stigma robs people of rightful opportunities for housing, employment, socialization, and marriage.\[[@ref4][@ref5]\] Stigma associated with MI has been found to have an impact on the general health care system. It has been shown that people with MI receive fewer medical services than those without such a label.\[[@ref6]\] Stigma of MI also affects those closely associated with the mentally ill person, that is, family members, friends, service providers and others. This phenomenon needs to be understood in personal as well as social context.

Considering the wide impact of stigma of MI, the underlying mechanisms related to stigma must be addressed, and the efforts must be made at all possible levels. Researchers suggest public awareness and education as important strategies to reduce stigma.\[[@ref7][@ref8][@ref9]\] Common community level efforts to de-stigmatize MI have involved public education, which have reported beneficial changes.\[[@ref10]\] The 1996 initiative of World Psychiatric Association to increase awareness and knowledge about schizophrenia and its treatment, and to improve public attitude towards those having schizophrenia yielded positive results.\[[@ref11]\] Community-based programs have also used nontraditional methods like theatre plays and drama, peer-support training, education, media based programs, and involving community agencies (community leaders, influential political leaders) in the related activities.\[[@ref12]\]

In India, fear of stigma is understood as a primary reason for not availing timely medical intervention for MI. Identification of common misconceptions, appropriate dissemination of information to dispel the same and building awareness in the community can go a long way in reducing stigma. With this in view the present community-based study was carried out. The study was planned to identify the nature of stigma, and develop a community-based intervention package. It was assumed that such an intervention is likely to reduce stigma in the community leading to acceptance and willingness to avail mental health services ensuring better treatment outcome for the mentally ill persons in the community.

Objectives {#sec2-1}
----------

To assess the nature of stigma associated with chronic MI in a rural and semi-urban communityTo develop an intervention package for reducing stigma in the communityTo use the intervention package in the communityTo assess the effect of the intervention package on the stigma of MI in the community.

MATERIALS AND METHODS {#sec1-2}
=====================

The study was conducted by Richmond Fellowship Society, Bangalore, India at Chikaballapur Taluk situated at a distance of about 70 km from Bangalore on National Highway 7 spread over 223 villages and one town. The sex ratio in the Taluk is 969 female per 1000 male population. Majority of the population are agriculturists, the main crop being potatoes and mulberry used for making silk yarn. The population of the Taluk as per 2001 census was 184,226 comprising of 129,288 people living in rural and 54,938 people living in semi-urban areas. Commonly spoken languages are Kannada and Telugu. As per the Asset Index\[[@ref13]\] 26.2% fall in the Upper Middle Economic group, 57.0% fall in the Lower Middle Economic group and 12.8% fall in the Poor Economic group. Only 4% belong to the Rich Economic category. Nuclear families constituted 56.7% of the population and joint, and extended families constituted 43.3% of the population.

The study adopted a pre- and post-intervention research design. The study was carried out in 4 phases.

Phase I {#sec2-2}
-------

### Study sample {#sec3-1}

A random sample of fifty villages and semi-urban areas (sample units) were selected using census list\[[@ref14]\] as the sampling frame. The method adopted for randomization was probability proportional to sample sizeWithin each selected sample unit, a 10% systematic random sample of households were selected for the survey of community members. Sampling frame for selection of household was obtained from the Anganwadi workers household survey registerCases of those with MI and their caregivers were identified through medical records at the Primary Health Centers, and from the records of Mental Health Camp run RFS Siddhlagatta rural branch, from Anganwadi workers and also using snow-balling technique. In addition, information was collected from the community leaders and the families of mentally ill persons. Following three groups of members participated in the study. Other members in the community constituted the community group. Community members in generalCaregivers of the mentally ill personsMentally ill persons.

### Persons with chronic mental illness {#sec3-2}

Persons with a diagnosis of schizophrenia (all types), Bipolar Affective Disorder, Major Depression, Chronic Anxiety disorders, and dual diagnosis (as available from their latest medical records and prescriptions) with duration of illness of at least 2 years and who need continuing care for long periods. There are primary caregivers, that is, who had been taking care of the ill person for not \<6 months constituted another group, that is, Caregivers of the mentally ill persons. The members in this group were interviewed either at their residence or the camp site.

Phase I also included training the recruited staff in interviewing and using the tools for the study. Both didactic and on the field training were provided to the staff.

### Tools used {#sec3-3}

Following tools were used during this phase

Case History Form along with a symptom checklist for persons with MIA semi-structured interview schedule developed in an earlier study.\[[@ref15]\] This instrument was tested on 1000 patients in four major cities of India as part of the Indian initiative of World Psychiatric Association program to reduce stigma and discrimination. The final tool was the result of factor analysis of the original tool. The first part of the tool elicits sociodemographic information and the second part measures stigma and discrimination experiences. The third section elicits information about measures to reduce stigma and discrimination. For the present study, three separate sets of schedules were prepared for the three groups of respondents and the questions were restructured accordingly. This was used to assess the nature of stigma [Appendix I](#App1){ref-type="app"}.

Cases of chronic MI that were newly detected during the survey and those not under treatment at the time of the study were referred for treatment to the nearest available facilities.

Statistical analysis {#sec2-3}
--------------------

Analysis of the collected data was simultaneously undertaken using the SPSS package and preliminary tables generated were used as baseline data on nature of stigma and discrimination experienced by the members in the groups and the views on methods to reduce stigma and discrimination. Further data was analyzed using Z-test.

Phase II {#sec2-4}
--------

An intervention package was prepared based on the results of the initial assessment. All material was prepared in the local language that is, Kannada and were field tested. Where ever necessary, modifications were made. The package consisted of:

Psycho-educationExhibition (posters)Question answer sessionsDistribution of printed materialStreet plays.

Street play was conceptualized and scripted by the project staff, faculty of RF PG College and a theatre director. Children from a local school were trained to enact the play. The street play depicted the following:

Suffering caused due to MISymptoms and causes of MIMyths of MINeed for a supportive environment and empathic understandingImportance of treatment and treatment adherenceIll effect of ridiculing, ignoring, differentiation and discriminationPossibility of recovery from MI and occupationPossibility of carrying on with the day to day activities and responsibilities.

The messages in all the material focused on:

Causes of MICommon myths and stigma of MI in the communityConsequences of stigmaTreatment of MIFacilities available for treatment

Phase III {#sec2-5}
---------

Intervention was carried out in centrally located places. All interventional sessions were followed by interactive "question and answer" sessions. About 1300 persons who had participated in the initial assessment participated in the intervention programs. Intervention consisted of ten psycho-education session in groups of 80-120 persons through slide shows and discussions; 10 exhibitions through posters and explanations, 10 shows of street play were enacted; and printed educational materials were distributed.

Phase IV {#sec2-6}
--------

Two post intervention assessments (PIAs) were carried out. First assessment was done within a month of the intervention, and the second assessment was done 3 months after the intervention. PIA was done by interviewers other than those who had done the basline assessment.

Statistical analysis {#sec2-7}
--------------------

Analysis of the collected data was carried out using the SPSS package to find out the impact of the intervention, by comparing the baseline assessment with the PIA, and the sustainability of the change, if any, for the duration of 3 months by comparing the two PIAs.

RESULTS {#sec1-3}
=======

Sample description {#sec2-8}
------------------

### Community group {#sec3-4}

Nine hundred and one household was surveyed for eliciting information on stigma in the community. Majority (62.5%) were between the ages of 30 and 59 years while 27.1% were below 29 years, and 10.4% were over 59 years. Men constituted 46.6% of the sample and women were 53.4%. Of this group 96.7% were Hindus, 3.1% were Muslims and 0.2% were Christians reflecting caste wise population in that region. Literacy wise, 40.1% were illiterates; 19.8% were educated up to primary or middle school, and 35.1% had higher secondary education while 5.1% had collegiate education.

### Caregiver group {#sec3-5}

In this group 213 caregivers participated. Of them 83.5% were in the age range of 30-59 years. Men constituted 50.2% while women were 49.8%. Of the caregivers 27.23% were spouses, 44.14% represented parents, 20.18% were siblings and 8.45% were other relatives of the patients. Among this group 94.4% of the members were Hindus and 5.6% were Muslims.

### Mentally ill persons {#sec3-6}

Two hundred and twenty-three cases were identified. Diagnostic categories were Schizophrenia, Bipolar Affective Disorder, Major Depression, and Chronic Anxiety Disorder. All had the illness for a period between 5 years and 27 years, fulfilling the criteria for chronicity. Men constituted 54.3%, and women constituted 45.7% of the group. In this group 39.6% were below 20 years of age, 17.6% were between 20 years and 29 years and 20.7% were between 30 years and 39 years, and 16.7% were between 40 years and 49 years of age. 41.7% of this group was married, and 58.3% were unmarried. Of the married 34.7% were men, and 50% were women. 76.2% of the ill persons had taken some treatment at some point of time. 12.6% consulted religious priests; 9.9% consulted general doctors/physicians, 4% sought help from "Dais," 20.4% consulted doctors in hospitals, 52.9% sought treatment from mental health professionals.

### Nature of stigma {#sec3-7}

Results of this study on stigma are summarized in Tables [1](#T1){ref-type="table"}-[3](#T3){ref-type="table"}. The baseline assessment revealed following factors contributing to stigma:

###### 

Responses on stigma scale at baseline of the three groups

![](IJPsy-57-165-g001)

###### 

Comparison of responses of community during baseline and PIAs

![](IJPsy-57-165-g002)

###### 

Comparison of responses of caregivers during baseline and two PIAs

![](IJPsy-57-165-g003)

Being ridiculed by othersOffensive comments by othersNeighbours/society\'s differential treatmentDiscriminationNeed to hide the illness.

Common reasons of stigma as perceived by the respondents were:

Not being able to workLong lasting nature of the illnessLack of correct and complete knowledge about the illness.

Some of the important consequences of stigma perceived by family members were:

Being turned down from a job in-spite of being qualifiedNot being fully accepted into the familyLoneliness.

Disclosure of MI is a contentious issue due to fear of being ridiculed, discrimination, loss of job or not being able to get a job, and difficulty in getting married. Hence, concerned people deal with it by hiding the illness or not disclosing the presence of illness.

These results are similar to those reported in other studies.\[[@ref5][@ref16]\]

Comparing the baseline responses of community with that of the caregivers using Z values, significant differences were found on almost all the items indicating that caregivers had significantly less perceived stigma than the community (*P* \< 0.05).

### Postintervention changes {#sec3-8}

Postintervention assessment showed significant reduction in percentage of respondents expressing stigmatizing views in both caregivers and community groups. However, people maintained concern about others talking about the illness and concern about disclosure. The belief, that lack of knowledge and attribution of unnatural causes to MI resulting in stigma did not change. Likewise, there was no change in the opinion that stigma can only be partially removed.

A significant drop in the number of respondents endorsing stigmatizing views was found during the second PIA. Pattern of responses remained the same as far as the disclosure, aspect of MI that cause stigma, possibility of reducing stigma and effective strategies to reduce stigma were concerned. After the intervention program significant number of respondents expressed the need for medical support in the community (82.9%) as well as the caregivers (91.6%) as compared to pre intervention figures of 73.3% and 69% respectively (*P* \< 0.05 level).

An attempt was made to find gender differences if any in this group since gender differences have been reported in earlier studies.\[[@ref17][@ref18][@ref19]\] Among the persons with MI, there were 42 married men and 51 married women. 54% of the married women were not living with their spouses but were living with their parents after the onset of the illness. Among married men, only 17% were not living with their spouses. Women were sent back to their parents' home by their husbands/parents-in-law as they felt they would not be able to look after their wives/daughter-in-laws. Hence, the women were taken care of by their parents and/or siblings whereas most of the married mentally ill men were taken care of by their wives. This again supports the earlier findings that in the Indian context married mentally ill women end up taking shelter with their family of origin, once they get rejected by the husbands and at the same time, mentally ill men continue to be taken care of by their wives. Hiding MI, getting married, discontinuing treatment resulting in a relapse could be associated with separation.

DISCUSSION {#sec1-4}
==========

Stigma as a result of MI has its negative consequences which reflect poor attitude and adverse behavior of the community toward the ill person. Changing beliefs, attitudes and behavior is a complex and difficult task and changes as a phenomena or process takes its own course. Smith\[[@ref20]\] opines that generalizing the results of anti-stigma research and generating meaningful outcome measures from short term interventions has its limitations but attempts to start such interventions should be encouraged. In a review of the literature on stigma and disability in schizophrenia the authors note that there is dearth of evidence based interventions to reduce stigma and models of interventions need to be developed and tested.\[[@ref21]\] The present study has made an attempt to understand the presence of stigma and evaluate the effectiveness of an intervention package developed for the purpose of reducing stigma.

As far as the nature of stigma is concerned the present study has demonstrated results similar to those reported in the literature. Surprisingly presence of socially unacceptable behavior was not seen as a reason for the stigma by majority of the respondents. It is reported that rural community is more tolerant of disturbed behavior, and this could be an explanation for this finding.\[[@ref22]\] Moreover, socially unacceptable behavior is characteristics of acute phase of illness lasting for a short period (after starting treatment) hence may not influence the attitudes and associated stigma.\[[@ref7][@ref23]\] The study also supports the view that promoting contact with mentally ill persons, leads to attitudinal change.\[[@ref8][@ref24][@ref25][@ref26]\] Supporting these reports, in the present study caregivers, who are in constant contact with the ill person, had less stigmatizing views about MI compared to persons in the community.

Stigma researches in India suggest and recommend educational programs for public about MI to dispel the myths, organizing mental health services, and changing media presentation of mental disorders to reduce stigma.\[[@ref15]\] It is also suggested that the educational programs should provide both biological and psychosocial explanations in order to counter such attitudes.\[[@ref27][@ref28][@ref29]\]

Considering these suggestions and the pre intervention findings on the nature of stigma, the present study provided information about MI with both biological as well as psychosocial components in the intervention package. The program brought about a significant reduction in the negative and stigmatizing views of the respondents. The changes that were seen during the first PIA were maintained during the second PIA, that is, after 3 months of intervention. In line with another reported study concern for marriage of the ill person and other siblings remained unchanged. Another important finding was that following the intervention more respondents expressed the need for medical support. Among the patients identified during the first phase, 70.85% had discontinued medical treatment or had not sought psychiatric treatment at all in the first place. Some of the reasons given for this were financial constraints, poor accessibility of services, and lack of information about the illness and available treatment, shame and apprehension, and lack of sensitivity among family members. Many expressed the fact that a person "had actually recovered" and hence did not need treatment anymore. Recurrence of symptoms was interpreted as uselessness of the medical treatment. The "stigma reduction interventional package" had a beneficial influence on this, and they expressed the need for treatment and also willingness to seek help, following their participation in the intervention program. Seeking medical help has important implications. Firstly the obvious and threatening symptoms can be controlled/reduced and this in turn would diminish one of the sources of stigma, that is, sense of threat to observers. Secondly, this increases a sense of control and effectiveness on the part of the treated individual. This in turn would improve social interaction thereby promoting reduction in stigmatization. Thirdly, the individual may be relieved of personal suffering and would be able to face the challenges better. Fourthly, persons, who see the benefits of successful treatment, would realize that such a change is possible and that people with MI can actually overcome adversities.\[[@ref2]\]

CONCLUSION {#sec1-5}
==========

The present study demonstrates the effectiveness of suitably structured education program on the stigmatizing views of a rural and semi-urban community with respect to MI. The study also establishes that these changes could be sustained for a period of 3 months when PIAs were carried out. Further, follow up studies will probably reveal as to how long such a change will sustain. However, from this and earlier studies it is clear that sustained efforts need to be made to bring about a change and reduce stigma of MI. The results also suggest that easily accessible low-cost mental health services need to be organized in the community that should also address the issue of cost of accessing the services. Educational and awareness programs should be a part of these services that need be planned on a long term and continuing basis.

The study has its limitations. Firstly, it is a cross sectional study. A longitudinal study can help to understand the change process especially the sustenance of change effected by awareness programs. Secondly, this study is confined to a specific rural and semi-urban area. An urban setting may perhaps require a different strategy. Thirdly, being a community study it was not possible to have a control group of participants who did not attend the intervention program, for the purposes of comparison.\[[@ref2]\]
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Socio-demographic information respondent details

Name: \_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_

Age:GenderMaleFemaleState: \_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_What is the highest level of education you have completed?IlliterateElementary or up to and including grade 5Diploma/CollegeUniversityWhat is your current marital status?MarriedSeparatedDivorcedWidowedSingle, i.e., never marriedNot applicableWhat is your employment status?Employed full-timeEmployed part-timeSelf-employedUnemployedRetiredStudentHomemakerWhat is your religious affiliation?HinduMuslimChristianOtherAsset Index was used to find the economic status.ResidenceRuralUrbanFamily sizeFamily typeSingleJointNuclearLiving togetherClinical diagnosis of the patient (specify):\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_\_Duration of illness6 months-1 year1-2 years\>2 yearsNot available

Stigma and discrimination faced by patient

Have you/your relative faced stigma and discrimination due to the illness? (Record verbatim)If there is no response to the above question, enquire about:Has your life changed after you have had the illness?Are there things that you experience which others without the illness do not?Do you have to hide your illness?Many people with similar illness experience shame, ridicule, and discrimination; have you also experienced these?

Yes 2. NoIf no, skip question no. 2.If yes, at what stage of the illness was the stigma and discrimination most felt?(Record verbatim response)Common stigma and discrimination experienced by the patientNeighbors/society treat differentlyRidiculing by othersMaking offensive commentsDiscrimination by family membersWorried that neighbors would avoidPhysical abuse (kicking, beating)Need to hide from relativesWorried about talking about illnessAshamed or embarrassed about itWorried that I would be blamed for illnessDifficulty in getting marriage proposalsAny otherNot applicableAttitudes of relatives towards you (tick off the relevant responses):AcceptanceHelp with medical supportRejectionAvoidanceLoss of respect for the familyAny otherWhat about visiting, and visits of, friends and relatives?Visit as usualVisit less frequentlyDo not know/not applicableDon't visit at allAny otherWhen people ask you what is wrong with you, what do you tell them?(One reply only)I am mentally ill.General weakness, bodily aches, and painsHeadache and discomfort in headNot feeling wellBoredomAvoid telling about mental illnessTension/DepressionOther responseHow do people react if they come to know that you have got mental illness?No change in reactionCall me madTalking badly and teasingDiscriminationAppreciation over improvementCuriosityShow pityAny otherIn your opinion what aspect of illness creates stigma?(One answer only)Long-lasting nature of illnessNot being able to workLack of correct knowledgePresence of socially unacceptable behaviorAttribution of supernatural causationAny othera) Do you think the stigma you suffer can be removed?If yes, to what extent?Entirely removedPartially removedNot possible to removeCannot sayAny otherb) What are the common strategies that you use or can be applied to fight the stigma and discrimination? (Record all responses) (Yes/No/Don't know)Involvement in advocacy activitiesImmediate challenge of the stigmatizing remarkConcealment or selective disclosure of illnessInvolvement with other consumersIncreasing public awareness to reduce the stigmaEmpathic understanding by othersGiving another diagnosisAny otherWhat are the consequences you have experienced because of the stigma and discrimination?Avoid disclosing the mental illness histories in jobs/applicationsHad been turned down for a job in spite of being qualifiedNot fully accepted in the familyLiving alonePushed into unacceptable social situationSexual harassmentSocial exploitationDifficulty in renting houseDifficulty in finding suitable match for the siblingDifficulty in getting admission to school/collegeHad to experience poor sexual relationshipAny otherHave you been divorced or separated as a result of stigma towards your illness?YesNoNature of stigma experienced: (Write all relevant responses)Personal areaOccupational areaSocial areaMarital lifeFamily lifeAny otherNot applicableWhich of the following do you feel would be most disabling?(One answer only)Loss of arms or legsLoss of vision/hearingBeing permanently bedriddenMental illnessAny other

Any other information you would like to share about this topic?
